Inflammatory arthritis conditions are highly prevalent in Indigenous (First Nations, Métis, and Inuit) populations in Canada (McDougall, Hurd, & Barnabe, 2017) , with double the general population prevalence estimates for conditions such as rheumatoid arthritis (Barnabe, Elias, Bartlett, Roos, & Peschken, 2008; Barnabe, Jones, et al., 2017) and spondyloarthritis (Barnabe, Jones, et al., 2017) . In addition, the phenotype of inflammatory arthritis conditions is described as more severe among Indigenous Peoples: Rheumatoid arthritis is characterized as presenting at an earlier age, having an increased frequency of seropositivity, and having extra-articular features associated with both a more severe prognosis and a predilection for large joint involvement affecting mobility to a greater extent Peschken et al., 2010) . Even under what are considered ideal circumstances of rheumatology specialty care, with facilitated access to diagnosis and targeted medical treatment in high volume centers, Indigenous patients in Canada are less likely to experience improvements in disease activity measures Nagaraj et al., 2018) . Inflammatory arthritis complications result in higher hospitalization rates for First Nations populations in Canada and are potentially related to insufficiently treated disease as specialty care services are less frequently accessed (Barnabe et al., 2015; Barnabe, Jones, et al., 2017; Loyola-Sanchez, Hurd, & Barnabe, 2017) and barriers to receiving diseasemodifying medications exist (Barnabe et al., 2016) .
The status of determinants of health vary for urban Indigenous patients in relation to their non-urban counterparts (Place, 2012; Tjepkema, 2002) . In particular, urban Indigenous patients face disparities in housing, income, and access to services (Firestone, Smylie, Maracle, Spiller, & O'Campo, 2014 ; Ontario Federation of Indian Friendship Centers [OFIFC] , Ontario Metis Aboriginal Association, & Ontraio Native Women's Association [ONWA] , 2007)-all of which impact arthritis management plans. Access to health services is regarded as a critical determinant of arthritis outcomes. Although there is an impression that health service access is most difficult for Indigenous patients from remote locations, especially in terms of the logistical barriers around accessing providers for diagnosis and management, there are nonetheless specific concerns for Indigenous people residing in urban centers who both experience jurisdictional barriers to care and may experience unacceptable care (Thurston et al., 2014) . These concerns are amplified by the perception of mainstream specialty services placing emphasis on technological and biomedical solutions and neglecting the management of complex social situations that are the reality for urban Indigenous patients (McDonald, 2011) .
Primary health services have adapted to better serve the urban Indigenous population through the establishment of multidisciplinary urban Indigenous healthcare centers, which incorporate care for physical, mental, emotional, and spiritual wellness (Health Council of Canada, 2012) . These centers play an essential role in helping patients navigate complex networks of health and social services, with service delivery based on Indigenous approaches to health and healing (Browne & Elliott, 2009) . They also deliver high-quality service through prioritizing culturally safe and relevant care. However, patients with inflammatory arthritis would still be required to access their rheumatology care at a separate center, where these principles will not necessarily be recognized or supported, which could ultimately result in care disengagement. In light of these issues, the purpose of this research is to inform specialty care systems and providers about the situations urban Indigenous patients face when they access inflammatory arthritis care so they can better respond to patients' needs, develop care alliances with patients and primary health service providers, and ultimately resolve care gaps.
This study focuses on understanding the experiences of urban First Nations and Métis patients accessing and navigating the health system for inflammatory arthritis care. Specifically, it focuses on the experiences of patients engaged in a model of care where specialty rheumatology care is provided in the context of an urban Indigenous primary health service. For this study, we employed an innovative qualitative research method called Patient and Community Engagement Research (PaCER) . PaCER researchers are individuals who have completed a formal 12-month training program to design and conduct qualitative health research relevant to the health condition they have. As part of their research process, these individuals engage other patients using an established protocol of qualitative inquiry (Marlett & Emes, 2010; Marlett, Shklarov, Marshall, Santana, & Wasylak, 2014; Miller, Teare, Marlett, Shklarov, & Marshall, 2016; Shklarov, Marshall, Wasylak, & Marlett, 2017) . This approach, driven by patients working with patients, brings a collective patient voice to health system change. It results in a shared collective understanding of the research issue that is solidly grounded in patient experience.
Methods

Methodologic Framework and Study Setting
The PaCER research method (Marlett & Emes, 2010 ) has 3 phases: Set, Collect, and Reflect. In the Set phase, patients clarify the scope and direction of the study, generally using focus groups. Data are then acquired (the Collect phase) from patients using focus groups, narrative interviews, observation, or questionnaires. In the Reflect phase, patients participate in a final focus group to arrive at a common understanding of the findings from the Collect phase and then make suggestions about future research directions and knowledge dissemination. As described above, the PaCER method is rooted in the PaCER researchers' experience with their respective conditions, which helps them identify with the patients they engage during the research process. However, at the time of our study, none of the PaCER researchers had inflammatory arthritis, and none were from First Nations or Métis populations.
Instead, two certified and experienced non-Indigenous PaCERs with osteoarthritis (JM & ST), who had led a full Set, Collect, and Reflect process in a group of patients with rheumatoid arthritis (Lopatina et al., 2018) , were brought on to the research team. They joined two non-Indigenous academic researchers who had previously worked with the PaCER research method (EL & DM), and two Indigenous academic physicians (CB & LC) who practice at the Elbow River Healing Lodge, which is an urban Indigenous primary health service in Calgary, Alberta, Canada. These members partnered with two First Nations health professionals (BR & NE, also a graduate student) from the Indigenous Health Program of Alberta Health Services and an Elder (CE), who was recognized by the urban Indigenous community in Calgary and Chair of the Alberta Health Services Wisdom Council, to implement a modified PaCER research process at the Elbow River Healing Lodge. The Elbow River Healing Lodge is administrated by the Indigenous Health Program of Alberta Health Services. Within the Elbow River Healing Lodge, a monthly arthritis specialty clinic accepts referrals both through a triage process (Hazlewood et al., 2016) and self-referral processes (Barnabe, Lockerbie, Erasmus, & Crowshoe, 2017) . Self-identified urban First Nations and Métis patients with inflammatory arthritis conditions were recruited from this clinic for the study by a research assistant.
Ethics Approval and Consent to Participate
The University of Calgary Conjoint Health Research Ethics Board approved this study . A formal research agreement set out the roles and responsibilities of the investigators to the urban First Nations and Métis population and the Indigenous Health Program of Alberta Health Services on behalf of the Elbow River Healing Lodge. Individual patient consent was obtained.
Reflect Phase with First Nation and Métis Patients
With the urban First Nations and Métis patients recruited from the Elbow River Healing Lodge, we explored experiences accessing and navigating the health care system for their arthritis using an adapted interview guide from the non-Indigenous Rheumatoid Arthritis Study that had previously been conducted (Lopatina et al., 2018) . This guide addressed topics relating to the impact of inflammatory arthritis on the participants' lives, self-management strategies, their journeys to inflammatory arthritis diagnosis, and their experiences with medication. Themes that had been identified in the nonIndigenous study were specifically explored with the participants of this study. These themes included challenges in: a. Initial access to rheumatology care; b. Ongoing access to rheumatology care; c. Information about the disease and resources for those living with arthritis; d. Fear of the future; and e. Collaborative and continuous care (Lopatina et al., 2018) .
Individual face-to-face interviews were led by the Indigenous health professionals and the Elder and were audio recorded. The PaCER researcher was present in the room and recorded notes as the interviews proceeded but did not lead the questioning. The interviews were 0.5 to 2 hours in duration and were held in a meeting room at the Elbow River Healing Lodge.
Analysis and Validation
First, the PaCER researcher conducted preliminary coding on the interviews and field notes based on both elements of Glaser and Strauss's (1967) grounded theory method (Hallberg, 2006) and the framework developed in the non-Indigenous study (Lopatina et al., 2018) . These preliminary codes were reviewed with a second PaCER researcher who has osteoarthritis. Then, the resulting preliminary analysis was presented to the First Nations health professionals and the Elder who conducted the interviews; they provided further contextual clarity regarding both the content of the interviews and the interpretations of them. Next, the PaCER researchers summarized these findings, with further feedback and revision from the First Nations health professionals and the Elder, who confirmed that the synthesis reflected the interviews. Recommendations were then drafted by the whole group. Finally, the results and recommendations were reviewed with leadership from the PaCER program and the broader research team, which includes two Indigenous faculty members and an Indigenous graduate student. These multiple rounds of review were conducted to ensure authentic representation of identified themes and incorporation of Indigenous perspectives in the research.
Results
Participants
In total, 18 people with inflammatory arthritis accepted the invitation to participate (14 women and 4 men). In total, 11 people were interviewed and the remaining 7, who had accepted the invitation to participate, did not arrive for the interview. The 11 participants were all female, ranged from 39 to 70 years of age, and all were First Nations or Métis. The participants reflected a spectrum of arthritis conditions, ranging from recent onset to established inflammatory arthritis diagnoses. Their experiences of having inflammatory arthritis, of self-management, and of their journeys accessing and navigating the healthcare system for the management of their conditions are summarized below.
Experience of Inflammatory Arthritis
Inflammatory arthritis was seen to impact all aspects of the participants' lives, from how they managed daily tasks to how they managed their relationships with others. One participant described the allencompassing nature of living with inflammatory arthritis as something that "takes up space in her brain" (Participant C5), as she always needs to plan ahead. The pain, fatigue, and immobility of inflammatory arthritis affected her ability to prepare meals, maintain personal hygiene and cleanliness in the home, maintain employment, and have restful sleep. One participant described her fatigue as feeling like "a balloon that got punctured" (Participant C11). Participants also spoke of how inflammatory arthritis had impacted their relationships with family members and friends. One participant reflected on her personality changing, noting that she had become more reclusive; another stated that she was reluctant to even enter a romantic relationship, as "sex is not an option" (Participant C8). One participant expressed guilt and a feeling that her younger children were being "cheated" (Participant C10), since she was neither able to complete activities she had done with her older children nor able to care for her younger children without relying on her older children's help.
Self-Management Strategies
Participants discussed a variety of modalities to manage their symptoms, including topical and thermal therapies, aromatherapy, massage, and vitamins. Several people spoke of meditation and rest, eating a healthy diet, and getting regular exercise. One participant said her self-management strategy was to "live differently and naturally" (Participant C8).
The Journey of Accessing and Navigating the Healthcare System for Inflammatory Arthritis Initial access to rheumatology care. Many participants had received an inflammatory arthritis diagnosis prior to engaging in care at the Elbow River Healing Lodge, which meant that their experiences were of being referred through the usual care pathway of primary to specialty care in a general population clinic setting. Participants perceived delays in accessing care as related to either primary care providers' unfamiliarity with inflammatory arthritis conditions or a general reluctance to refer patients to rheumatologists. For Participant C3, when asked to speculate why she had not been referred to a rheumatologist, she thought it might have been because, at the time she was diagnosed, doctors did not know about rheumatoid arthritis and there were few doctors on reserves. Participant C6 recalled that her family doctor said she likely had the onset of rheumatoid arthritis but was not certain and did not refer her to a rheumatologist to confirm the diagnosis.
Access to rheumatology care was further complicated by participants' experiences of discrimination and racism. Participants perceived that providers did not believe patients' reports of pain or the inflammatory arthritis diagnoses that were previously made in other care settings. Participant C8, for example, had been treated for over 10 years for rheumatoid arthritis in another province, but during a hospitalization her diagnosis was revised to fibromyalgia; following this, her medications for rheumatoid arthritis were discontinued for a full 2 years until she could re-engage with rheumatology care at the Elbow River Healing Lodge and have her treatment re-initiated.
Another complication was patients' own reluctance to seek care. Participant C6, who had not been referred to specialty care despite the suspicion of inflammatory arthritis, stopped going to her primary care provider because she thought they were too eager to give her prescription pain medication without addressing her main concerns. Participants reported downplaying their pain and just putting up with their symptoms, which was something they had witnessed their family members do in order to avoid contact with the health system. Participant C5 noted, she "just keeps going," and Participant C9 said that she "forges on." Some participants reported masking their pain with other substances or ascribing their pain to another cause. Participant C1 addressed pre-existing joint pain with alcohol and drugs; Participant C8 attributed her pain to previous motor vehicle collisions. Some found that health professionals assumed their symptoms were caused by addiction problems. Participant C9 described her experience: "I don't like it when you go in and you have a problem and they assume you have an addiction problem."
For participants who had accessed inflammatory arthritis care through the Elbow River Healing Lodge, their model of care facilitated referral to the Arthritis Clinic, which resulted in negligible wait times for appointments (Barnabe, Lockerbie, et al., 2017) . When asked about navigating the health care system through this model of care, Participant C3 said: "Actually I just kind of zoomed through it. I'm very grateful for that, (I was) one of the fortunate ones … just zoomed through the system: the doors just opened for me." Racism and stereotyping were not perceived in this model of care.
Ongoing access to rheumatology care. Participants spoke highly of the ongoing access they had to clinical services at the Elbow River Healing Lodge. Patients felt welcome to return as frequently as they needed and were appreciative of both the multiple modes of communication with the health professionals (e.g., email) and the primary health care providers' availability when the rheumatologist could not be immediately accessed. One participant (Participant C11) stated, "the help I've gotten and the access has been very good."
Information about disease and resources for those living with arthritis. Few First Nations and Métis participants expressed need for additional knowledge about their disease or additional resources for disease management. Participants spoke of receiving support and information from their family members, friends, and their faith, as well as gathering information from participating in community programs or searching the internet. When asked what else could help her deal with her arthritis, Participant C3 said: "God the Creator: I can't think of anything else." Similarly, Participant C2 said, "if there is such thing as a God, then he/she should show up and just take the pain away. He should be like a parent and not want to see you in pain." Two participants expressed interest in the supportive and traditional wellness practices provided at the Elbow River Healing Lodge.
Fear. In the non-Indigenous study, this theme reflected patients' fears about future disease management, such as which medications might be required and their potential side effects, medication options becoming exhausted, or not receiving the best medications for their arthritis. In this study, First Nations and Métis patients said they experienced difficulties with incomplete pain relief, perceived ineffectiveness of arthritis therapies, unwanted side effects, and a fear of becoming addicted to their medications. Participants' experiences with medication effectiveness were reflected by one participant's observation that "medications are sort of trial and error" (Participant C5). This participant stated that she knew her arthritis would progress and all she could do was "just cope and hope." Other participants said their medications would simply take the edge off their pain and, in some instances, were ineffective, causing them to either take excessive doses in hopes of obtaining relief or to abandon therapy entirely. One participant noted her prior experience with a physician who, when she revealed that she had discontinued or self-titrated the physician recommended medication, was frustrated with her because it put continuity of care at risk. Participants also perceived discrimination as a threat to ongoing medication access; one participant felt that, based on her race, her previous health care provider had withheld medications. She explained her understanding of the provider's mindset: "We won't give you something because we don't want you to become addicted to it" (Participant C9).
Issues of medication access were also brought up by the urban First Nations and Métis participants. Several expressed their frustration at delays instigated by federal government processes for medication approvals, as well as what they perceived as inconsistent lengths of review for medication approvals based on the type of medication prescribed-which delayed access to necessary treatment.
1 Medication costs were still a relevant factor, with one participant stating that if her medication costs were not covered, she would have to do without treatment and endure increased pain.
Collaborative and continuous care. The care model at the Elbow River Healing Lodge fosters collaboration and continuity across the system; these kinds of experience dominated participants' discussions within this theme. The direct relationship between primary and specialty care, together with the approach to care delivery at the Elbow River Healing Lodge, was perceived to be a critical component of continuity of care. Participant C11, for example, stated that once she started coming to the Elbow River Healing Lodge, "everything levelled out and everything was OK." Another participant, Participant C9, said, "when I'm feeling overwhelmed, I come here." She reported feeling safe at the clinic, noting that the staff were like family. She said the staff are honest with her and "they go out of their way to make you feel good." Participant C9 went on to say that she can express herself freely and without judgment at the clinic. She was given the time she needed to address her concerns and felt the clinic staff "always want to help you go in the right direction."
An additional element brought up by urban First Nations and Métis patients was a requirement for the health system and providers to provide culturally appropriate care. Participants expressed great interest in having the health system bridge traditional and Western medicine paradigms. Many of the participants expressed their disconnection from traditional practices; as one participant put it, she was "raised White" (Participant C1). Participants were eager to bring the spiritual, emotional, and physical aspects of their lives together to achieve health. Participants who engaged in traditional practices were appreciative of the support that the Elbow River Healing Lodge staff expressed for these practices.
Discussion
This article presents the experiences of urban First Nations and Métis patients who accessed an Indigenous-focused health service for inflammatory arthritis care. Through our study, we were able to highlight positive patient experiences within a model of care that involves the provision of rheumatology specialty services in an urban multidisciplinary Indigenous primary health service. This supportive model of care facilitated access to care, continuity of care, and collaboration, all while addressing care needs and recognizing the value of traditional approaches to health and wellness. In prior research, we worked with First Nations and Métis people from rural and urban centers with either osteoarthritis or inflammatory arthritis in order to better understand the processes, barriers, and facilitators in order to inform an arthritis care framework (Thurston et al., 2014) . These patients proposed a model of care that embodied culturally appropriate practices and provided innovative services to resolve care barriers. This finding appears to hold true based on our data from the study discussed in this article, as well Urban Indigenous primary health services are models of care developed to provide high quality care grounded in the social and cultural realities of Indigenous patients. Structural adaptations within the clinical model are at the core of providing culturally competent and safe care that is responsive to the needs of urban Indigenous patients. An ethnographic study of urban Indigenous primary health care centers by Browne et al. (2016) found contextually tailored, culturally safe, trauma-and violenceinformed, and inequity-responsive care to be essential in achieving equity-oriented and effective services. Models of care in rheumatology in Canada have been widely discussed in recent years for two primary reasons. The first is the shortage of rheumatology specialists (Barber et al., 2017) . The second is the large body of evidence informing current treatment guidelines, which supports early diagnosis and institution of appropriate therapy, along with frequent and systematic disease activity monitoring to identify when and if treatment needs to be escalated (Bykerk et al., 2012) . In 2014, the Arthritis Alliance of Canada (2014) defined a pan-Canadian approach to inflammatory arthritis models of care, which is heavily weighted towards navigating patients to specialty care through which a rheumatologist will provide ongoing management and patients will be responsible for adhering to the prescribed treatment. The novelty of our work is that it combines these approaches in an environment that is supportive to urban Indigenous patients (Barnabe, Lockerbie, et al., 2017) , and it is one proposed strategy to resolve existing inflammatory arthritis care gaps. It is acknowledged, however, that beneficial models of care developed in small scale must ultimately be shown to meet the health service needs of the larger population base (Henderson, Montesanti, Crowshoe, & Leduc, 2018) .
Despite the overall positive experiences of the model of care reported by participants, there was still evidence for tension and discomfort around individual decision-making for pharmacotherapy for inflammatory arthritis. Specifically, participants shared experiences of incomplete therapeutic effect, the occurrence of side effects, and fears of addiction. In the field of diabetes research, a qualitative study of Indigenous patients linked doctors being overly prescriptive with experiences of authoritarianism encountered in the residential schools, or as an indication of the physician's unwillingness to communicate or interact deeply with the patient (Jacklin et al., 2017) . This negative association with traditional Western medical practice requires further exploration specifically in the treatment of inflammatory arthritis conditions because it is commonly treated with several medications concurrently and chronically, including those with immune-suppressive effects and those providing acute symptomatic relief. An emerging literature specific to Indigenous populations has suggested solutions to the problems encountered in health care settings through health literacy innovations (Crengle et al., 2018; Lambert et al., 2014) and patient-centered care plans that involve shared decision-making strategies (Jull et al., 2013; Jull et al., 2015) . These may be beneficial in the context of inflammatory arthritis and should be the subject of future studies.
Based on what participants noted, we propose solutions in Table 1 that could support inflammatory arthritis care access and health system navigation for urban First Nations and Métis patients. These solutions may be applicable to urban Indigenous populations internationally who face similar issues in accessing specialty care. These solutions encompass Indigenous patient priorities and the evidence base of rheumatology practice regarding:
• The importance of early diagnosis and treatment of inflammatory arthritis and facilitated referral mechanisms to specialty care; • The continuity of specialty care provision, especially in collaboration with primary care teams; • The accessibility of traditional health and wellness strategies; • The enhancement of discussions around pharmacotherapy; and • Advocacy for improved medication access.
For urban First Nations and Métis patients, it is critical that these elements of inflammatory arthritis care are provided in culturally appropriate environments with services and systems that embody cultural safety.
Limitations of this study include the adaptation of the PaCER methodology so that the initial Set and Collect research phases were first informed by a Western lens from the Set, Collect, and Reflect steps carried out by non-Indigenous PaCER researchers with the non-Indigenous rheumatoid arthritis patients. Subsequently, the non-Indigenous PaCER researchers were partnered with First Nations health professionals and an Elder through an Indigenous health clinic in order to conduct interviews with First Nations and Métis patients and interpret the results collaboratively. The patients participating in the research were reflective of the First Nations and Métis patients engaged in rheumatology care in an urban Indigenous clinic, but our results may not be generalizable to other settings. In summary, we have shared the positive results and impacts of a culturally responsive model of care to facilitate access and continuity of specialty care for Indigenous patients with arthritis, while highlighting the need to improve decision-making support around pharmacotherapy to optimize inflammatory arthritis management. We share positive results on the impact of a culturally responsive model of care to facilitate access and continuity of specialty care for Indigenous patients with arthritis, while highlighting the need to improve decision support around pharmacotherapy to optimize inflammatory arthritis management. Culturally appropriate and racism-free services, team-based care approaches integrating primary and specialty services, and strategies to enhance knowledge about arthritis and its' management can support optimal patient care.
